The objectives of this study were to provide a comprehensive survey of satisfaction with care, care preferences and information provision for patients with epilepsy, and to formulate recommendations for the development of epilepsy services based on the findings.
What is already known on this topic
• Care for patients with epilepsy is distributed across all NHS levels but little is known about patients' preferences for their main source of care or the extend to which shared care is realized.
What this study adds
• Overall, most patients with epilepsy were satisfied with their experience at both the primary and secondary care levels.
• Most people with epilepsy would prefer their care to be community based, especially older patients and patients with mild epilepsy.
INTRODUCTION
Epilepsy is one of the most common serious neurological conditions. In the West, the annual incidence is approximately 50 people per 100 000, and rises steeply in older age; about 25% of people will continue with the condition for life 2, 3 . It results in considerable morbidity and demands on health services 4, 5 and is associated with an approximately threefold excess mortality rate 6 . In women with epilepsy, fertility rates are lower and there is an increased incidence of serious congenital conditions in their offspring 7 . Many adults with epilepsy have problems with employment, driving and social relationships and other aspects of social life, and many children with epilepsy suffer social and educational restriction with enduring sequelae 8 . In the last decade there have been at least 20 surveys of the patients' perspective of epilepsy services in the UK, including Hart and Shorvon 1995 9 (1628 cases), Jacoby et al., 1996 10 (696 cases), Ridsdale et al., 1996 11 (251 cases), and Bradley, 1998 12 (251 cases). In addition, since the foundation of the NHS, there have been five government-sponsored reports on epilepsy services [13] [14] [15] [16] [17] . This literature suggests that care for epilepsy tends to be fragmented, with insufficient coordination between primary and specialist care, and insufficient information provision for patients.
Consideration of the most recent Government report, The Winterton Report 16 , was largely overshadowed by the massive reorganization of the NHS in the current decade and few of its recommendations were implemented. Although the reforms are ongoing, it is an apposite time to re-evaluate epilepsy care services, particularly as the focus in health service planning has shifted to embrace the user's perspective, and also because of the major medical advances in the diagnosis and treatment of epilepsy. We have carried out the largest representative UK survey to date of user satisfaction, perceived levels of information provision and preferences for epilepsy services. The aims of this paper were:
(a) To identify patient preferences and whether they were met.
(b) To assess patient satisfaction with primary and hospital care for epilepsy, overall and for specific aspects.
(c) To assess the level of provision of information about epilepsy for patients.
(d) To survey the views of service users on how their care might be improved.
As patient satisfaction with care is known to be influenced by age and disease severity, older and healthier patients tending to report higher levels of satisfaction 18, 19 , we sought to identify any differences that may exist in different age and epilepsy severity groups.
MATERIALS AND METHODS

The questionnaire
The questionnaire included sections for sociodemographic details; seizure frequency and severity; the number of visits to primary care and hospital doctors for epilepsy in the last 12 months; satisfaction; information provision; the preferred and actual main source of medical care for epilepsy; and suggestions for improvement of care. For children and patients with learning difficulties, the parents or carers were asked to help complete the questionnaire.
Seizure severity was assessed using a patientcompleted version of the National Hospital Seizure Severity Scale (NHS3) 20 . Respondents were asked to indicate their level of overall satisfaction with primary and hospital care and their satisfaction with specific submeasures for each type of care (for both primary and hospital care; doctor communication, whether the doctor took their views into account; for primary care only: the ease of routine and emergency access). Fixed responses were offered, with the most favourable ones appearing first. For hospital care, respondents were asked about the level of continuity of care with three fixed responses available. To assess information provision, respondents were asked whether they recalled receiving information on 14 
Data processing and analysis
A secure coding system was used to protect patient identity. Questionnaires were distributed from December 1998 and those returned by 30th April 1999 were included in the analysis. Patients with an NHS3 score above 15 were classified as having severe epilepsy and patients with a score of 15 or less were classified as having mild epilepsy, unless they had 10 or more seizures in the last 12 months, in which case they were classified as severe. For the analysis of satisfaction with primary and hospital care, only patients who had visited their GP or a hospital clinic, respectively, within 12 months were included. For each question, the responses were quantified by calculating the proportion of responses that indicated satisfaction (e.g. 'Very satisfied', 'Fairly satisfied'). Information provision for specific topics was quantified by calculating the proportion of patients that recalled receiving information on the topic. In order to obtain an overview of information provision, all the topics were pooled and the proportion of positive responses were calculated to obtain an overall level of information provision. We did not compare information provision between patients with mild and severe epilepsy, as the needs for information in these groups are likely to be different. For the analysis of whether patients' preferences for primary or hospital care were met, only patients who stated both their preference and their actual main source of care were included. The above variables were analysed separately for the PB and SC samples. Patients were grouped by age and seizure severity and chi-squared tests were used to compare the findings in these different categories.
RESULTS
Questionnaire response rates
In the PB sample, 3455 questionnaires were sent and 1652 (48%) returned completed. In the SC sample, 1165 questionnaires were sent and 742 (64%) returned completed. The overall response rate was 52%.
Objective details and severity of epilepsy
PB sample
There were 47.2% males, 48.5% females (and 4.4% gender not stated). The median age was 43 years. The breakdown of epilepsy severity was: mild 64.3%, severe 32.5% and unclassified 3.2%.
SC sample
There were 45.1% males, 52.6% females (and 2.3% gender not stated). The median age was 28 years. The breakdown of epilepsy severity was: mild 25.6%, severe 71.0% and unclassified 3.4%. Table 1 shows that 91.7% of respondents were satisfied with their overall primary care, in comparison to 86.4% satisfied with their overall hospital care. Satisfaction with both overall primary care and overall hospital care was lower in patients with severe epilepsy compared to those with mild epilepsy (for primary care, χ 2 = 12.91, df. = 1, P = 0.0003; for hospital care, χ 2 = 3.35, df. = 1, P = 0.0673). Overall satisfaction with primary care was lower in patients under 17 years (79.2% satisfied) in comparison to older patients (92.9% satisfied) (χ 2 with Yates' correction = 10.19, df. = 1, P = 0.0014). In contrast, overall satisfaction with hospital care was higher in patients under 17 years (96.9% satisfied) compared to older patients (83.4% satisfied) (χ 2 = 11.74, df. = 1, P = 0.0006). Most patients (299 out of 401, 74.6%) reported a satisfactory level of continuity of hospital outpatient care (i.e. seeing the same doctor on different visits).
Satisfaction
PB sample
There were no significant gender differences in overall satisfaction levels for either primary or hospital care, overall or within the age/epilepsy severity categories (data not shown). Table 1 shows that 89.7% of respondents were satisfied with their overall primary care, and 94.3% were satisfied with their overall hospital care. For overall satisfaction with primary care and with hospital care there was no significant difference between patients with mild and severe epilepsy (primary care, χ 2 = 0.50, df. = 1, P = 0.481; hospital care, χ 2 = 0.68, df. = 1, P = 0.411). Overall satisfaction with primary care and hospital care did not significantly differ with age (primary care: under 17 years 85.3% satisfied; over 17 years 90.8% satisfied; χ 2 = 2.35, df. = 1, P = 0.126) (hospital care: under 17 years 95.5% satisfied; over 17 years 93.4% satisfied; χ 2 = 1.05, df. = 1, P = 0.306). For the hospital care submeasures of satisfaction, the findings were similar to those in the PB sample. For continuity of care in outpatients clinics, 83.1% (516 out of 621) reported a satisfactory level. As in the PB sample, there were no significant differences in the primary care submeasures, overall or within any of the age/epilepsy severity categories. There were no significant differences in overall satisfaction levels for primary or hospital care between males and females, overall or within the age/epilepsy severity categories (data not shown).
SC sample
Responsibility for care and care preferences
The PB sample Table 2 shows that most adults (830 out of 1228, 67.6%) preferred primary care and, in most, this preference was met (770, 92.8%). This preference was significantly more marked in patients over 65 years (≤65 years: 640 preferred GP, 129 preferred hospital; >65 years: 190 preferred GP, 14 hospital; χ 2 = 12.64, df. = 1, P = 0.0004). In patients under 17 years, however, more preferred hospital as opposed to pri-mary care (adults: 830 preferred primary care, 143 preferred hospital care; children: 26 preferred primary care, 42 preferred hospital care; χ 2 = 96.36, df. = 1, P < 0.0001). In all age groups, a higher proportion of the patients with severe epilepsy, as opposed to those with mild, preferred hospital care (under 17 years: χ 2 = 4.58, df. = 1, P = 0.0324; 17-65 years: χ 2 = 25.41, df. = 1, P < 0.0001; over 65 years: χ 2 with Yates' correction = 0.67, df. = 1, P = 0.4131).
The SC sample
There were, 642 valid responses to the questions about the main source of care and patient preference (see Table 2 ) . Three-hundred and seventy-seven (58.7%) patients preferred to receive their main care from hospital, and of these, 344 (91.2%) did so. Of 63 (9.8%) patients who would have preferred to receive their main care from their GP, 31 (49.2%) did so. In all age groups, a higher proportion of patients with severe epilepsy as opposed to mild, preferred hospital care (under 17 years: χ 2 with Yates' correction = 0.06, P = 0.8065; over 17 years: χ 2 = 4.56, P = 0.0328). The reasons given for care preference in the PB and SC samples are shown in Table 3 . 
Provision of information: general questions
The PB sample
The overall level of information provision was 51.7% (see Table 4 ). In the over 65 years group, it was 44.9%, significantly less than the provision (54.0%) in the 17-65 years age group (Mann-Whitney U test, U = 121167.5, P < 0.0001). There was little difference in the overall level of information provision between males and females (52.7% vs. 51.8%). For two topics (driving restrictions and free prescriptions) the proportion of informed respondents was 80% or above. For the remaining twelve topics, the proportion of informed respondents was between 22.1% and 67.3%.
The SC sample
The overall level of information provision was 59.4%. There was no significant difference between the overall level of information provision in the under and over 65 years age groups (59.5% vs. 59.1%). There was little difference between males and females (59.4% vs.
58.9%).
For five topics (driving restrictions, adverse effects of AEDs, free prescriptions, alcohol use and photosensitivity) the proportion of informed respondents was 70% or above. For the remaining nine topics, the proportion of informed respondents was between 34.7% and 65.5%.
Patients' suggestions for improvement of care
The findings are shown in Table 5 .
DISCUSSION
The current study is the largest available representative survey of the users' perspective on services for epilepsy in the UK. Users were defined as those with epilepsy who were receiving anti-epileptic drugs (AED). The patient sample was drawn from all health regions and all levels of NHS care. It is likely, however, that people with learning difficulties were underrepresented as they tend to receive less medical supervision at all NHS levels but are over-represented in people with epilepsy 22 . 
Satisfaction and care preference
In both the PB (population-based) and SC (specialist care-based) samples, 86-94% of patients were satisfied with their overall primary and hospital care. There is no 'gold standard' to compare these figures to but, on face value, they appear high. Similarly high levels are usually found in studies addressing overall satisfaction with other aspects of health care, however, we also found marked differences in the relative levels of overall satisfaction between different seizure severity and age groups, as well as between the specific satisfaction submeasures. Overall satisfaction was lower in patients with severe epilepsy, particularly for primary care in the PB sample where twice as many patients with severe epilepsy were dissatisfied compared to those with mild epilepsy. This might be because the greater need for medical care in patients with severe epilepsy is less likely to be met, leading to a disparity between expectations and experience. In addition, severe disease might predispose patients to be more critical of their care, specifically, because it is perceived to be ineffective and, more generally, because of the frustration and discontent arising from severe epilepsy. Patients under 17 years in the PB sample were less satisfied with primary care, compared to their satisfaction with hospital care and also to satisfaction levels in the older age groups. To an extent, this may reflect a bias characteristic of young people, as other studies have found 19 . However, this cannot fully account for the finding because in the SC sample there was far less contrast in satisfaction between younger and older patients and, for hospital care in the PB group, younger patients were more satisfied than older ones. In addition, 39% of under 17s in the PB sam-ple preferred to receive their main care from a hospital (and in 95% with this preference it was met), a much higher proportion than in the older age groups. Our findings therefore suggest that, from the patients' perspective, hospital-based care is more satisfactory for children and adolescents. This coincides with the consensus medical view that epilepsy care for children and adolescents should be hospital centred. In contrast to younger patients, adults in the PB sample were clearly more satisfied with primary care for their epilepsy and 68% preferred it to be their main source of care. This preference was particularly marked in the over 65 years age group. Most adults (93%) who preferred primary care stated that it was their main source of care. The main reasons for a preference for primary care were that the doctor was more familiar with the patient and their medical history, and that the care was more personal. The effective operation of the NHS depends upon shared care between primary and hospital services perhaps particularly in conditions such as epilepsy, which is often chronic and has extensive medical and psychosocial ramifications. Our finding that only around one-fifth of patients feel that their care is shared is therefore disquieting. One reason for this may be, as found repeatedly in previous studies, that patients perceive their GPs, and many GPs perceive themselves, as having a limited knowledge of epilepsy 23 . The importance placed on this factor by patients is clear from our finding that the leading reason for preferring hospital care was that the doctor 'knew more about epilepsy'. Possibly, the increasingly technological nature of investigation in epilepsy and the introduction of several new anti-epileptic drugs has increased the perceived impenetrability of this area of medicine to GPs.
Provision of information
We found that there is a deficit in information provision for people with epilepsy. The interpretation of the levels of information provision should be tempered by the consideration that some of the topics that we asked about will not have been relevant to some patients. Nevertheless, some, such as hazardous activities and the chances of becoming seizure free, are of relevance to most or all patients. There seems to have been little improvement in information provision, even though the problem has been highlighted in a number of older studies 8, 24 . In many cases the information may have been conveyed at some point, but the salient finding is that patients did not recall having received it.
Information provision by doctors is likely to occur mainly at the time of diagnosis. Patients should be free to seek expert medical information at any stage of their illness, but restricted consultation time is inevitably largely consumed with the management of the immediate medical issues. This limits the ability of the patient to seek information, or of the doctor to explore the need for and convey specific information. It is unrealistic to propose that a discussion of all of the relevant issues could be reiterated with any frequency. In addition, it is well recognized that patients may not recall much of what doctors tell them 25 and, although written information may be helpful, it is not a substitute for direct communication. A solution to the information deficit might be to make more use of other medical professionals, such as specialist epilepsy nurses, who could foster an environment of ongoing education and address specific issues as they arise.
Patients suggestions
Analysis of the free text suggestions for improving primary care for epilepsy indicated that people with epilepsy want knowledgeable doctors with good communication skills and better information provision. These findings are consistent with our other findings and, in particular, suggest that patients are aware of the poor level of information provision.
CONCLUSION
Patients with epilepsy reported a high level of satisfaction with most aspects of their care at both the primary and hospital levels. However, this study found two important deficits. First, the ideal of shared care is failing and, secondly, there was a marked perceived deficit of information provision. We believe that the correction of these deficits would significantly reduce the morbidity associated with epilepsy. Although these problems have been identified in previous studies and have appeared in government reports, there is no indication of any improvement in this large-scale and geographically inclusive study. From our findings, it seems clear that many people with epilepsy want their medical care to be community based but with effective input from hospital specialists. Many would like more regular supervision rather than being seen only when a problem arises and are aware of the deficiency in information provision.
The CSAG committee made the following recommendations. It was suggested that hospital care for epilepsy should be reorganized into epilepsy centres that focus on improving the primary-secondary care interface and experiment with novel methods of doing so. The centres would provide a readily identified contact place for patients with epilepsy at the secondary care level, and information provision would be a priority. It also recommended the provision of specialist epilepsy nurses who would have a key role in information provision and maintaining the primary-hospital care interface.
